Introduction
Globally, older adults have the highest incidence of new-onset epilepsy. In the United States (U.S.), 27% of annual epilepsy diagnoses involve those age 60 years and older. 1 European-based studies have also revealed that older adults are most affected by new-onset epilepsy. 2 The increasing life expectancy in developed countries ensures that the incidence of epilepsy in older adults will continue to escalate. 1, 3 Persons with epilepsy are charged with self-managing their condition, and thus contribute to attainment of epilepsy-associated outcomes [4] [5] [6] ; the care of those with epilepsy must include preparation for epilepsy self-management. Epilepsy self-management refers to an interactive phenomenon in which patients continually evaluate their perceived health status (which comprises how they feel emotionally and physically and how they are able to function on a daily basis) and implement a variety of behaviors to manage their medications/treatments, safety, seizures, physical and emotional comfort, functional status, and other factors depending on their current perceived health. 5 Facilitating effective self-management is particularly important in older adults with epilepsy, including those who develop the condition late in life, given that their self-management is complicated by the existence of multiple comorbid conditions, polypharmacy, and age-related physiological and cognitive changes. 7, 8 Epilepsy self-management interventions aimed at improving outcomes for older adults with epilepsy, including those diagnosed in older adulthood, are not available. 9 A review of the literature reveals no published studies pertaining to the development or testing of epilepsy self-management interventions for older adults. In addition, relatively little research apart from that relating to medical treatment of the condition has been done with this population. There is a particular dearth of research involving older adults who have developed epilepsy late in life-the population most affected by new-onset epilepsy. The published literature reflects no inquiries into the selfmanagement process or outcomes of older adults with epilepsy. There is a need to generate such knowledge given the Institute of Medicine's 10 recommendation that programs targeting patientcentered outcomes to improve quality of life (QoL) in persons with epilepsy should be developed. The American Geriatrics Society 11 has also advocated for the use of patient-centered programs for Seizure 23 (2014) [592] [593] [594] [595] [596] [597] older adults with multiple co-morbidities. Such programs cannot be developed for a population highly affected by epilepsy-older adults-without descriptive knowledge of their self-management experiences and desired outcomes. Additionally, such knowledge can be used to render existing interventions designed for younger adults with epilepsy, or even those designed for persons with other chronic diseases, useful to older adults with epilepsy. Knowledge that exists regarding the epilepsy self-management of younger adults may not be wholly applicable to older adults given the uniqueness of this population in terms of epilepsy etiologies, clinical presentation, prognosis, and the common presence of multiple comorbidities, polypharmacy, and agerelated cognitive and metabolic changes in older persons with epilepsy. 8 Therefore, epilepsy self-management interventions that have been developed based on research involving mostly younger adults may not be as pertinent to or effective for older adults managing epilepsy; moreover, effective epilepsy self-management interventions, even for younger adults, are sparse. 12 Recently, however, WebEase (Web Epilepsy Awareness, Support, and Education), a web-based epilepsy self-management intervention, has been shown to affect some patient outcomes, such as one measure of medication adherence, social support, sleep quality, 13 and self-efficacy 13, 14 in adults with epilepsy. WebEASE was designed for adults, and was developed based on social cognitive theory, motivational interviewing, and the Transtheoretical Model of Behavior Change. The goal of WebEASE is to improve medication, stress, and sleep management.
14 While WebEASE is a promising intervention for adults with epilepsy, it does not address the specific need for an outcomeimproving intervention for older adults with epilepsy, and particularly those who are beginning to manage the condition at or after age 60. First, WebEase is not tailored to the needs of older adults with epilepsy, including those diagnosed late in life. Specific contextual tailoring of self-management interventions has been shown to be important. 15 Second, WebEase has been tested with older adults on a limited basis. In both trials in which the intervention was tested, the mean age of participants was much younger than age 60-37.5 years in one study (N = 35) 13 and 40.87 years in one study (N = 148). 14 While the authors reported that older adults were included in the samples via reporting an age range of participants-20-63 years 13 and 18-77 years 14 -the number of older adults who took part in these studies, and how many of those older adults had been diagnosed with epilepsy in older adulthood, is unknown. Third, the outcomes targeted by WebEase are somewhat limited and may not capture some outcomes important to older adults. In order to develop data-based epilepsy self-management interventions for older adults with epilepsy, and to tailor existing interventions (such as WebEase) to this population, descriptive research is needed. The Patient Centered Outcomes Research Institute 16 has espoused the notion that behavioral interventions must impact outcomes that matter to patients-patient-centered outcomes. Thus, it is of particular importance that the outcomes important and relevant to older adults self-managing epilepsy are revealed. The purpose of this study was to describe what outcomes older adults diagnosed with epilepsy late in life hope to achieve in self-managing their condition. This purpose was pursued using a qualitative descriptive method.
Methods

Procedures and data collection
Approval of the study was granted from the appropriate Institutional Review Board. Participants were recruited from a regional neurology practice serving urban and rural areas in the Midwestern region of the U.S. The following inclusion criteria were used: (1) age 60 or older, (2) diagnosis of epilepsy at or after age 60, (3) diagnosis of epilepsy six months or more prior to recruitment, (4) community-dwelling, (5) prescription of at least one anti-epileptic drug (AED), and (6) able to speak and read English. Patients meeting the main inclusion criteria of being 60 or older and having been diagnosed with epilepsy at or after that time were identified by neurologists. Recruitment letters informing patients of the study were signed by neurologists and mailed to potential participants. The letters also informed potential participants that a researcher would be contacting them about the study.
Detailed recruitment activities have been reported elsewhere. 17 Fifteen participants were recruited. In addition, five participants whom had been recruited for a pilot version of the study several months earlier were also included in this study, bringing the total number of participants to 20. Data collection took place via self-report using a face-to-face, audio-recorded interview with each participant. Interviews were conducted from February through August of 2011. Interviews of 19 participants were conducted in participants 'homes, while one participant's interview was conducted in a meeting room in a library. Prior to interviews, demographic data were collected. Interviews were initiated using the following question, which was aimed at eliciting self-management outcomes pertinent and important to participants: ''What do you hope to achieve in self-managing your epilepsy?''. Probes, such as ''What outcomes are most important to you?'' and conversational interviewing were used in all interviews based on responses. Interviews ranged from 40 min to 2 h. Data collection continued until informational redundancy was met, which occurred after the 20th interview.
Data analysis
Descriptive statistics were employed to analyze demographic data. Interviews were transcribed and analyzed via conventional content analysis. 18 Analysis of transcripts occurred concurrently with data collection. Using Sandelowski's 19 guidelines as a starting point for analysis, the author and an additional researcher individually generated codes related to self-management outcomes important and relevant to participants. Each researcher yielded a coding scheme, and both schemes were compared. Any discrepancies were discussed, and changes were made to the scheme until agreement was reached. The scheme was tested against all data. Finally, codes were divided into clusters, 19 and themes were developed using a data matrix. 20 
Results
Sample
Twelve (60%) participants were female, and 8 (40%) were male. Nineteen (95%) participants were Caucasian, and 1 (15%) was African American. The age range was 60-80 years, with a mean of 70 years. Table 1 details demographic characteristics of the sample.
Themes
Six main themes, one including sub-themes, emerged as representative of outcomes of epilepsy self-management particularly important to participants. An additional theme related to participants' perceptions of their epilepsy care providers' goals of epilepsy management also emerged. All themes are presented in Table 2 .
Theme 1: Maintaining Normalcy
The most predominant theme emerging was that of Maintaining Normalcy. All 20 participants indicated that they wanted their epilepsy self-management to allow them to carry on with their normal lives. Normalcy was different for every participant, but the goal was the same for each-live a normal life in spite of having epilepsy.
1. ''The most important thing to me is that it doesn't interfere with my life. Let's figure something out. . .so that I can build stuff in my shed. . .take my grandson fishing. I want to be a normal retired guy.''
Further analysis led to partitioning of data into sub-themes of Maintaining Normalcy. It was noted that, when discussing the desire to continue normal lives in the context of having epilepsy, participants' comments were related to Maintaining Normalcy in three distinct areas: maintaining roles (family, social, work/volunteer), health (symptoms and physical functioning), and life satisfaction.
Maintaining roles. All participants indicated that a major goal in self-managing epilepsy was to maintain their familial, social, and work/volunteer roles. For many (n = 12), maintaining a normal grandparenting role was of importance. 2. ''I want to babysit my grandbaby unsupervised. . .to make sure
[epilepsy] doesn't stop me from being nana to my grandkids.'' Others spoke of a desire to maintain normalcy as a spouse (n = 10). Some expressed trying to manage epilepsy in a way that would allow them to preserve roles as husbands or wives, while others spoke of desiring to continue caring for an ailing spouse. Nine participants spoke of a desire to maintain normal relationships with friends, particularly regarding the ability to continue participating in activities involving those friends. 7. ''My social life. . .is ruined. I desperately want to know how to mix being the friend I used to be with keeping the condition under control.'' 
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Incongruence with Provider Goals
A perceived difference between self-management goals of participants, and those of their providers n = 17
Physical and emotional functioning. Nineteen participants explained that goals of their epilepsy self-management activities include maintaining physical functioning and managing physical and emotional symptoms. Twelve participants explained that they strive to regain or maintain the physical functioning they had before being diagnosed with epilepsy. 8. ''My main goal is to be able to do the things I need to. 
Theme 3: Well-Equipped
Nearly half the sample (n = 8) shared that they hoped that, through managing their epilepsy, they would become WellEquipped to handle the disorder more effectively and more independently. Five of these participants spoke specifically of wanting to feel equipped to handle epilepsy-related situations.
''I want to know what to do [about my epilepsy] without
having to ask someone or think about it.'' 18. ''It's such a weird disease that I don't always know. . .and I want there to be no second guesses. I just want to be able to know what we should do.''
Others expressed a desire to know, through their management, more about epilepsy so that they could explain it to their family and friends. 
Theme 5: Fitting Epilepsy in with Other Conditions
None of the participants were managing epilepsy in isolationall had at least one co-morbidity. Fifteen shared that they hoped to achieve a ''fitting in'' of epilepsy with their other conditions. All 17 of these participants also reported that they felt their providers were not aware of their personal goals in self-managing epilepsy, and 14 shared that they do not feel comfortable initiating a discussion about their personal self-management goals with providers. 
Discussion
In accord with the Institute of Medicine's 10 recommendation that interventions for persons with epilepsy target patient-centered outcomes, and the call of the American Geriatrics Society 11 for the inclusion of patient preferences in the development of interventions aimed at older adults with multiple co-morbidities, the results of this study have elucidated outcomes that older adults with epilepsy seek to accomplish in self-managing their disease; they also suggest that there may be a rift between outcomes of importance to older adults and those focused on by epilepsy care providers, and that older adults may not feel comfortable addressing incongruities with providers. These findings have important implications for the development of new (or tailoring of existing) patient-centered epilepsy self-management interventions, as well as implications for practice and further research.
The most predominant outcome of interest to participants was Maintaining Normalcy in spite of having epilepsy. In particular, they reported striving toward normalcy in the areas of maintaining roles, physical and emotional functioning, and life satisfaction. Conceptually, these areas coincide with what Lazarus and Folkman 21 termed adaptational outcomes, which they partitioned as social functioning (ability to carry out role-specific responsibilities and engage socially), somatic health (ability to function physically and emotionally), and morale (overall happiness). These findings are somewhat in alignment with the epilepsy selfmanagement framework put forth by Unger and Buelow, 5 in which it was purported that adults newly diagnosed with epilepsy engage in constant personal evaluations of emotional and physical comfort (''how I'm feeling'') and functional ability (''how I'm doing'') in order to drive self-management actions and behaviors. That is, epilepsy self-management is an ongoing process of which physical comfort and functional ability are outcomes, but also driving forces. 5 In contrast to findings rendered by the Unger and Buelow 5 study, current results provide a context and details regarding ways in which older adults desire to improve outcomes in each area of normalcy. The avid desire to babysit grandchildren, for example, is a goal likely unique to this population. Interventions for older adults with epilepsy, as well as clinic and bedside education and counseling practices with this population, can be informed by such in-depth knowledge of older adults' goals. In this sample, participants were less concerned with seizure frequency (some noting that seizures are the ''easy part''), and more focused on their ability to go about their lives as normally as possible. With good reason, epilepsy researchers have often focused on disease status-namely seizure frequency and severity-as an outcome of both medical and behavioral interventions. Buelow and Johnson 22 found that seizure frequency often is seen as the ''end product of epilepsy self-management'' (p. 333). Nine years later, Unger and Buelow 5 found that, even in interdisciplinary research studies, number of seizures and severity of the disorder were considered main outcomes of epilepsy selfmanagement. However, targeting the outcomes of seizure frequency and severity in isolation is incomplete, and may not capture outcomes of prime importance to persons living with epilepsy.
Over time, and especially in the last decade, 5 epilepsy researchers and practitioners have begun to recognize other outcomes, such as QoL, as pertinent for persons self-managing epilepsy. In fact, several epilepsy-specific measures have been developed in order to provide a means to assess the QoL of persons with epilepsy. [23] [24] [25] Quality of life is a phenomenon ''fundamental to the human health experience,'' and refers to an individual's overall sense of well-being. 26 In a recent survey, epilepsy researchers and clinicians noted that preservation and improvement of QoL, though secondary to seizure frequency, is a main management outcome for individuals with epilepsy. 27 As well, the Centers for Disease Control and Prevention created the Managing Epilepsy Well Network 28 to ensure that epilepsy selfmanagement research aimed at enhancing QoL is conducted.
Such a focus on QoL as an outcome for persons with epilepsy has been echoed by the IOM. 10 Findings from this study are thus consistent with the notion that ''epilepsy is so much more than seizures'' (p. 12). 10 While QoL has been recognized as an outcome for persons with epilepsy, the specific aspects and nuances of QoL that are of prime importance to older adults with epilepsy have not been revealed until now. With knowledge generated by the current study, those developing or tailoring formal epilepsy self-management interventions, in addition to those caring for older adults with epilepsy in the clinic environment, can ensure that interventions and educational counseling are aimed at patient-centered outcomes. Despite the sample's focus on normalcy as a prime outcome of epilepsy self-management, five participants did speak specifically of wanting Seizure Freedom; this freedom was sought so that normalcy could be achieved. Seizure Freedom has been associated with improved QoL in persons with epilepsy. 29 Though complete Seizure Freedom is not always attainable, minimization of seizures has been considered as an important precursor to the preservation or improvement of QoL in persons with epilepsy. 30 Therefore, interventions to improve patient-centered outcomes in older adults with epilepsy should not neglect minimization of seizure events.
Participants expressed a desire to be more involved in their epilepsy treatment, and also more Well-Equipped to handle management of the condition. No published research has indicated that persons with epilepsy, and particularly older adults, have a desire to be more involved in treatment of their epilepsy. However, the desire to be better informed about epilepsy has been noted in younger adults. 31 Formal self-management or bedside/outpatient educational interventions for older adults with epilepsy may need to target enhancement of communication skills used with health care providers to facilitate a more active and informed role in disease management. Participants in this study, all of whom had at least one comorbidity in addition to epilepsy, expressed a desire to better integrate self-management of epilepsy with that of other diseases. While no published studies replicating this finding in older adults with epilepsy could be found, a study involving older adults with diabetes revealed that participants found managing co-morbidities in addition to diabetes particularly difficult. When intervening with or counseling older adults with epilepsy, it may be important to discuss and teach strategies to streamline the self-management of various chronic conditions. A salient finding in the current study was participants' perceived incongruence regarding outcomes important to them and those important to health care providers. Further, participants felt providers were unaware of outcomes they hoped to achieve. Prior research has supported the existence of such a rift by surveying both patients and providers about treatment goals. For instance, a disconnect in goals between providers and persons with diabetes was documented. 32 In a study involving adults with epilepsy and health care providers, researchers found that patients were more concerned with life issues (particularly effects of memory problems), while providers were more concerned with clinical issues. 33 Patient-centered care is difficult to achieve in an environment in which patient and provider goals for treatment are not aligned, and even more so when patients' goals are not communicated to providers.
Implications
Current findings have implications for both practice and future research. First, clinicians caring for older adults with epilepsy should be aware of patient-centered outcomes when designing and implementing a treatment plan. Specifically, in addition to the typical outcomes of seizure frequency and severity, providers may want to assess patients' progress toward outcomes identified by participants in this study. Providers may also want to take steps to ensure that patients are more involved in treatment decisions. Given participants' perceptions that their providers are unaware of their personal goals in self-managing epilepsy, it is important that providers explicitly discuss goals with older adults with epilepsy. Providers may also want to consider discussing with patients how management of epilepsy will fit in with management of patients' other chronic diseases, given that participants in this sample voiced concern regarding management of multiple chronic conditions.
Findings generated from this study can inform future research endeavors. First, a similar study involving a more racially and geographically diverse sample may be needed to ensure that current findings are in alignment with the experiences of minority older adults with epilepsy. Results of the current and any follow-up studies can then directly inform the development of much-needed patient-centered interventions for older adults self-managing epilepsy. Researchers designing such interventions can ensure that interventions target outcomes that are of primary interest to the population. Further, findings from this and any follow up study can be used to inform the development of a patient-centered outcome measure.
Limitations
Limitations of this study restrict the generalizability of findings. Nineteen participants were Caucasian, while only one minority participant was recruited. Findings therefore may not represent experiences of minority older adults. Also, participants were recruited from a single Midwestern state. Though varied levels of education and socioeconomic status were represented, findings would be made more robust by a more geographically diverse sample. Finally, the majority of participants were female (60%; n = 12), and thus experiences of older men with epilepsy may be underrepresented.
Conclusion
In this study, older adults with epilepsy identified selfmanagement outcomes of importance to them. These results add to the extant literature, and provide knowledge on which patient-centered epilepsy self-management interventions can be developed. In addition, these results can inform the development of a patient-centered outcome measure for older adults with epilepsy. Such a measure could be used in conjunction with existing measures related to disease status (seizure frequency, etc.) to ensure that outcomes pertinent to both patients and providers are targeted and measured.
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